@,
DIGITAL ®®
Original Research HEALTH

Digital Health
Online counselling for family carers of o The Ahor9) 202
. . rticle reuse guidelines:
people with young onset dementia: Sogepubcomurals prmision

DOI: 10.1177/20552076231161962

The RHAPSODY-Plus pilot study s

Stephanie Perin’, Rhoda Lai' (), Janine Diehl-Schmid*?, Emily You®,
Alexander Kurz**, Maria Tensil?, Michael Wenz*, Bettina Foertsch?
and Nicola T Lautenschlager'®

Abstract

Objective: Compared to late life dementia, Young Onset Dementia (YOD) has its own distinct challenges, including a lack of
specialised and age-appropriate support services. Carers of people with YOD experience higher levels of psychological and
physical symptoms, and lower quality of life. This study (RHAPSODY-Plus) assessed the acceptability and feasibility of com-
bining RHAPSODY (Research to Assess Policies and Strategies for Dementia in the Young; a web-based information and skill-
building programme for carers of people with YOD) with individually tailored support sessions with health professionals (a
social worker and a clinical psychologist) provided via online videoconferencing.

Methods: Participants (n=20) were informal carers aged over 18 years, who were caring for a person with YOD (either
Alzheimer’s disease or frontotemporal dementia type). Participants used the RHAPSODY programme for & weeks, then
attended 2 support sessions. Participants and the health professionals then attended individual feedback sessions.
Feedback was collected via open-ended and Likert-style questions.

Results: The majority of carers rated the RHAPSODY-Plus programme as good to very good, demonstrating a high level of accept-
ability. Positive feedback about the programme included being able to receive personal advice additionally to the information provided
in RHAPSODY. The healthcare professionals also thought the programme was acceptable and beneficial for access to support. Some
limitations in the feasibility of videoconferencing included network and technical issues and the loss of non-verbal communication.

Conclusions: This online pilot study had a high level of acceptability, demonstrating the potential of an individualised multi-modal
intervention for carers of people with YOD which offers opportunities to overcome geographical and service access barriers.
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due to the heterogenous presentation of YOD and pres-
ence of complex neuropsychiatric symptoms.>*™ As
YOD often develops during working age, families of
people with YOD may face employment and financial
challenges, such as loss of household income if the
person with YOD has to discontinue their employment,
and/or if spouses are required to reduce their working
hours or give up work to become a primary carer for the
person with YOD.'*"'* Families of people with YOD
may also face emotional and psychological difficulties
such as grief and a decline in social connectedness.'>™"®
Further challenges include a lack of specialised and
age-appropriate services for this group of patients.'®~'
Lastly, people with YOD and their families and carers
also experience more practical concerns around transpor-
tation, socialisation, and family support, particularly for
those with younger children.*

It is well established that caring for people with dementia
can negatively impact the carer’s physical and mental
health.”*” Evidence suggests that, as a consequence of
disease onset in an earlier life stage, carers of people with
YOD experience higher levels of carer burden, stress, depres-
sion, physical complaints, and a lower quality of life.**®
Several reviews have highlighted the benefits (including a
reduction in neuropsychiatric symptoms, and improvement in
psychosocial factors) for intervention programmes that target
carers of people with dementia (not YOD specifically).>>*°
However, there is a paucity of research examining the efficacy
of psychosocial or non-pharmacological interventions for
carers of people with YOD.?**! In addition, the practical con-
cerns many carers and families of people with YOD have, as
outlined above, mean that access to existing services is
limited to those who live in urban areas or who can travel to
research centres and hospitals.

Increasing attention is now being given to support inter-
ventions using communication technologies.* Interventions
utilising communication technologies via the internet, such
as online videoconferencing, could provide a promising
alternative to face-to-face services for the provision of
information, resources, and support to carers of people
with YOD. Interventions using communication technolo-
gies may also serve as a means of mitigating some of the
logistical difficulties associated with providing face-to-face
support services for carers of people with YOD. For
example, online videoconferencing has been highlighted
as a particularly useful form of communication technology
for carers of people with dementia, as it improves carers’
access to support and healthcare information, and can
facilitate sharing of the care responsibilities, such as deci-
sion making.>*>> By using communication technology,
carers can therefore obtain support and information in
any location, and at a time that is convenient for them.
This is also helpful for individuals who live in remote or
rural locations with a lack of transportation, professional
responsibilities, or who are caring for children. Lastly,

given the impact of the COVID-19 pandemic globally,
there is now a need more than ever for telehealth and the
administration of remote interventions as a means of miti-
gating the impact of communicable diseases on care and
service provision.’®

The RHAPSODY project (Research to Assess Policies
and Strategies for Dementia in the Young) aimed to
address the lack of information and support services avail-
able for carers of individuals with YOD by developing a
web-based information and skill-building programme for
this specific group of carers.’”*® In a pilot study of the
RHAPSODY programme (www.ratgeber-junge-demenz.
de), which was conducted across three European countries
(France, Germany and the United Kingdom), carers for
individuals with YOD were invited to access the
RHAPSODY study website and review a series of
modules with information and advice specific to YOD,
including: an explanation of the nature and medical per-
spectives of YOD, problem solving, how to deal with chal-
lenging behaviour and family difficulties, options for
further support, and advice for self-care.’’

In the initial RHAPSODY study, the programme was
well received by the family carers.®* Feedback included
the wish to be able to discuss what was learned via
RHAPSODY in the context of their individual carer situ-
ation (unpublished data). It was therefore decided, in a
next step, to combine the original RHAPSODY study
protocol with two additional individual support sessions
with relevant health professionals (social worker and clin-
ical psychologist) to explore whether this would address
the feedback from family carers (RHAPSODY-Plus).
Furthermore, it was decided to explore whether these ses-
sions could be conducted via communication technologies,
to mitigate some of the difficulties carers have in attending
such appointments. The current study therefore sought to
answer the research questions: how feasible and acceptable
are the support sessions following RHAPSODY interven-
tion use to both carers of people with YOD and health pro-
fessionals? How feasible and acceptable is delivery of the
support sessions in an online format to both carers and
health professionals? Acceptability was defined as the par-
ticipants’ perceived usefulness of the intervention,®® and
feasibility as their ability to engage with the intervention
without difficulties.

Methods

Study design

The current study was a single-site, explorative pilot study
with a single intervention group, using quantitative and
qualitative data. Using a combination of both was chosen
as it enabled detailed collection of feedback on feasibility
and acceptability in the original RHAPSODY study.”®
Being a pilot study with a small sample size, it also
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enabled the addition of more nuance to the subjective
feedback.

Participants

A convenience sample of 20 carers of people with
YOD was recruited. Carers were German-speaking infor-
mal carers aged 18 years or over, who were caring for a
person with YOD who had received a diagnosis of either
AD or FTD in the past 12 months. These criteria were con-
sistent with the group that the RHAPSODY programme
was designed for.*® Carers were required to have access
to a home computer and internet connectivity, basic com-
puter literacy, and literacy in German language to
participate.

Health professionals who provided the individualised
support sessions included one clinical psychologist and
one social worker. These were clinical staff at the Centre
for Cognitive Disorders at Technical University of
Munich (TUM) with substantial experience in working
with patients with YOD and their carers.

Ethics and screening

The study was completed at the TUM, in Germany, and was
approved by the research ethics committee of the Medical
Faculty of TUM (# 414/17 S).

Clinicians working at the Centre for Cognitive Disorders
at TUM identified and approached suitable carer—patient
dyads about the study. Carers who expressed interest in par-
ticipating were then provided with study information by
a research assistant and then provided written consent if
they wished to participate. An assessment of their ability
to access RHAPSODY and use communication technology
on their home computer was then completed with the
research assistant. Socio-demographic information includ-
ing age, gender, employment status, health status, educa-
tion, and residence were collected.

Study intervention

The study intervention involved carers being encouraged to
use the RHAPSODY e-learning programme (see Table 1)
for 4 consecutive weeks, followed by 2 individual support
sessions with the social worker and clinical psychologist,
respectively. Support sessions were conducted using an
online videoconferencing programme (meet.lrz.de des
Leibnitz-Rechenzentrums). See Table 2 for the intervention
procedure. During the initial 4 weeks while using
RHAPSODY, an appointment with a research assistant
was scheduled to re-check the carer’s ability to utilise the
communication technology and RHAPSODY programme.
Between the two support sessions, the social worker com-
pleted, with the consent of the carer, a handover to the

Table 1. Modules in the RHAPSODY e-learning programme for
carers of people with YOD.

1 What is younger onset dementia?

2 Medical explanations

3 Common problems and solutions

b4 Management of cognitive and behavioural
symptoms

5 Adapting to relationship changes

6 Available care and support

7 Looking after yourself

RHAPSODY: Research to Assess Policies and Strategies for Dementia in the
Young; YOD: Young Onset Dementia.

Table 2. RHAPSODY-Plus study procedure.

1 Carer uses RHAPSODY e-learning In own time over &4

programme weeks

2 Technology support session with Within & weeks
research assistant above

3 Support session 1 (with social 60 min
worker)

4 Social worker and psychologist N/A
handover

5 Support session 2 (with clinical 60 min
psychologist)

6 Feedback session with research 20 min
assistant

Note: Steps 3 to 6 were completed within 4 weeks after the end of step
1. RHAPSODY: Research to Assess Policies and Strategies for Dementia in the
Young.

clinical psychologist about what was discussed in Support
Session 1.

Data collection

An interview guide (see Supplemental material) was devel-
oped by consensus of the study team based on addressing
the feedback from the RHAPSODY study, and included a
combination of open-ended and Likert scale questions.
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Table 3. Participant demographics.

Gender
Female
Male
Relationship to person with YOD
Partner
Child
Sibling
Speak German at home
Yes
No
Employment status
Full time
Part time
Unemployed
Retired
Volunteer
Educational achievement
University degree
Apprenticeship
High school diploma
Intermediate school diploma
Area of residence
City
Countryside
Self-rating of health
Excellent
Very good

Good

13

15

19

10

10

65

35

75
15

10

95

45

35

10

25
15
35

25

50

50

40

35

(continued)

Table 3. Continued.

Sufficient 5 25

Bad 0 0

Very bad 0 0
Gender of the individual they are caring

for

Female 10 50

Male 10 50

Diagnosis of the person with YOD
Alzheimer’s disease 12 60

Frontotemporal dementia 8 40

YOD: Young Onset Dementia.

Questions aimed to collect feedback regarding the accept-
ability, feasibility, and subjective benefits and barriers in
relation to the support sessions and use of the online
videoconferencing programme. Outcome data was col-
lected from carers in a telephone interview following
delivery of the support sessions and within 4 weeks of
the conclusion of their period using RHAPSODY.
Feedback from the healthcare professionals was obtained
at their workplace following delivery of all participants’
support sessions. Audio and visual recording was not
used to collect feedback data at the direction of the
ethics committee. Instead, the research assistant tran-
scribed participant responses by hand whilst conducting
the telephone interview.

Data analysis

Authors AK and NL (bilingual researchers) translated par-
ticipant responses from German to English and cross-
checked all translations to reach consensus. Descriptive sta-
tistics were used for demographics and Likert scale
responses. Due to the limited sample of health professionals
and short answer nature of the open-ended questions to
carers, formal qualitative analysis was not conducted. All
carer responses to the open-ended questions have been
included in the Results section to avoid bias in reporting.
Their responses to the open-ended questions have been
used to provide more context to their Likert scale responses,
and health professionals’ responses compared to them to
show both perspectives. Indications of both the carers’
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and health professionals’ willingness to use and recom-
mend the RHAPSODY-Plus programme were taken as
measures of acceptability. Their perceived ability to use
the programme without difficulties was taken as a
measure of its feasibility.

Results

Participant demographics

A total of 20 carers completed the study. Carers’ ages
ranged from 40 to 77 years with a mean age of 57 years.
The age of the individuals with dementia ranged from 41
to 68 years, with a mean age of 56 years. The individuals
with dementia had exhibited symptoms an average of 2.2
years prior to diagnosis (range of 1 to 5 years). Further char-
acteristics are detailed in Table 3. More carers were female
(n=13; 65%) than male, and most were partners of indivi-
duals with dementia (n=15; 75%) and were employed (n =
16; 80%). A good spread of education level and area of resi-
dence (city vs. countryside) was achieved. In addition, 80%
of the carers (n = 16) had used support programmes before.

Feasibility and acceptability of support sessions. Carers were
very positive about the support sessions with both the
psychologist and social worker: 85% of the carers rated
the session with the psychologist as good (n=9; 45%) or
very good (n=38; 40%), and 95% rated the session with
the social worker as good (n=35; 25%) or very good (n=
14; 70%).

The majority (n=18; 90%) of carers thought that the
two support sessions were useful. Eighty percent (n=16)
of the carers absolutely agreed that they would most
likely use the offer if they could get access to sessions
like this and 85% (n=17) would recommend the sessions
to other carers. Only 25% of the carers (n=35) absolutely
agreed while 50% (n=10) did rather agree that the
session helped them to better fulfil their role as a carer.

Seventy percent (n = 14) of the carers thought the session
with the psychologist was ‘just right’ in length, with 25% (n
=5) believing it was too short and 5% (n=1) too long. With
the social worker, 75% (n=15; 75%) found the session to be
Just right’, while 20% (n=4) found it too short and 5% (n=
1) too long. Less than 50% of the carers thought the sessions
with the psychologist (n = 8; 40%) and social worker (n=09;
45%) were sufficient. Lastly, 90% (n=18) of the carers
would consider paying for these sessions if needed.
Suggested costs ranged from €5 to €100, though many com-
mented that these costs should be covered by insurance and
were concerned that the cost would impede either their or
others’ uptake and affordability. Others would pay on condi-
tion — if the support was long term, the fit between the psych-
ologist/social worker and participant were good, sessions
were available on short notice, flexibility in session length

could be offered, or only due to the costs saved by not
needing to travel.

Useful aspects of the support sessions

In answers to open-ended questions, the main reasons that
carers found the support sessions useful were: being able
to ask personal questions, having a personal contact to
discuss concerns, and that it was good to talk to someone
who is knowledgeable and from the clinic.

Carers’ feedback about what they liked most about the
conversation with the psychologist focused on two areas.
First, the psychologist provided practical recommendations
(such as available AD rehabilitation services in the area);
and second, they felt able to discuss and ask about personal
situations that they could not necessarily speak to family or
friends about and receive help with processing their situ-
ation and the diagnosis. Two of the carers (10%) felt reas-
sured about their experiences as these were validated by
the psychologist and their fears were taken seriously.
Aspects of the conversation with the social worker that
carers liked most included that the social worker provided
concrete recommendations (e.g. daily coping strategies,
managing legal issues, and services options) and offered
that they could contact the clinic again should they have
further questions.

One carer (5%) noted that the support sessions were
useful for those who were not as interested in reading (an
aspect of the RHAPSODY e-learning programme), and
another mentioned that dealing with text on a computer
can be difficult for those having a hard time. Another
liked feeling that they could bring others involved in the
life of the person with YOD to the support conversation.
A factor that carers enjoyed was that the conversations
were real and not medically oriented.

Topics discussed in the support sessions

While the two counselling sessions were individually tai-
lored to the carer’s needs, the social worker and psycholo-
gist reported different topics that discussions centred
around in their respective counselling sessions. The social
worker reported that their sessions generally focused on
work issues, health insurance and pensions, care options,
carer support groups, and care for children. The psycholo-
gist reported that their sessions generally focused on how
to manage dementia and associated symptoms and beha-
viours, changes of life perspectives, grief, and future
planning.

Some carers reported that it was good to talk to someone
with professional experience on behaviours and legal
matters (n=3; 15%), while others (n=6; 30%) felt that
they could gain perspective on their situation due to the
novel insights provided and learn how to better care for
the person with YOD and manage their own self-care.
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Involving the person with dementia

The psychologist also pointed out that the conversation was
more challenging if both the carer and the person with
dementia were present as they had to adapt their advice to
be more sensitive to the presence of the person with demen-
tia. In contrast, the social worker enjoyed when this hap-
pened as they were able to facilitate family discussions
about practical aspects of care and encourage active partici-
pation of the person with dementia.

Areas for improvement

A few (n=3; 15%) carers thought the conversations with
the psychologist and social worker were not as helpful as
they already felt adequately supported and the sessions
did not offer any new or more useful information than
what they had already known. The social worker reported
that it was difficult to provide additional effective or
helpful professional advice to carers of care recipients
with very advanced YOD such as those in palliative care,
the main reason being that these carers were already well
experienced in managing their needs and were usually
well engaged with support services.

Aspects that carers mentioned could be improved were
having more of a structure for those who did not know
what they wanted out of the session, having more informa-
tion for those outside of the area the clinic was located in or
telehealth support options, and including advice on how to
garner more social support. One carer mentioned that they
would also have liked sessions with a medical expert.

The need for flexibility in session lengths and frequency
were often mentioned. Some carers (n=11; 55%) wanted
more regular and/or shorter counselling sessions. One
carer (5%) wanted a longer session, noting that it was the
first time they had opened up and they desired more,
while another (n=1; 5%) felt the hour may not be
enough for some to build rapport and trust. Others (n="7;
35%) mentioned that needs and issues change with time
and the course of dementia progression, so ongoing
support would be useful. The suggested length between ses-
sions ranged from every 4 weeks to once a year. However,
as mentioned above, some already felt they had adequate
support and did not need follow-up, and one would have
preferred a combined social work and psychology session.

Both the social worker and psychologist thought that
60 min was enough time to make suggestions to carers
and motivate them to get help, but the social worker also
suggested that the counselling session should be longer
for heavily burdened carers and shorter for knowledgeable
carers, and both suggested that more regular counselling
sessions should be offered to carers if needed. Both the
social worker and psychologist stated that even with such
a short period of time, the counselling session was thera-
peutic and helpful for dealing with personal difficulties.

Meanwhile, the psychologist thought that it would be
worth exploring the option of small group counselling in
order to facilitate mutual exchange between carers.

Feasibility and acceptability of use of communication
technology. 50% (n=10) of the carers reported having
moderate difficulties using the technology. These included
poor internet connection, a long wait to boot up pro-
grammes, forgotten passwords, empty battery or needing
to reboot, and camera issues. One carer (5%) was disap-
pointed that technology issues took up some of their
session time. The psychologist commented that some
people, especially very old carers, may not be able to
handle communication technology well, though a compari-
son between the carers who reported technology difficulties
and those who did not revealed no patterns of differences in
age, education level, or location (rural vs. city). A few
carers (n=2; 10%) commented that the technology check
was appreciated, as they were new to videoconferencing
and may not have been able to access the programme
without help, though having it immediately before the
support session would have been more useful.

Beneficial aspects of videoconferencing

Qualitatively, 11 carers (55%) reported that the counselling
sessions conducted via videoconferencing worked well.
Some carers (n =4; 20%) explained that the use of this tech-
nology suited their situation as they did not need to drive
long hours to access counselling services. Several (n=3;
15%) noted that they were sceptical about videoconferen-
cing at first but ended up having positive experiences.

The social worker was very positive overall about the
use of online videoconferencing for the same reason of
increasing accessibility to services for carers. The psycholo-
gist suggested that online videoconferencing was a valuable
option for people with FTD in particular due to the lack of
appropriate help available locally for them, a comment
echoed by a carer who noted that many areas have little
or no FTD support.

Rapport and engagement in counselling

Both health professionals agreed that being able to see and
hear the counsellor had rapport-building advantages over
phone counselling and was generally acceptable and bene-
ficial for carers. The social worker explained that carers
appeared relaxed, and gradually built up confidence when
they communicated with and explained their difficult situ-
ation to a person they could see. The social worker
explained that seeing the carers’ reactions, emotions,
facial expressions, and gestures also enabled them to
adjust the method of communication and counselling
skills used, though the psychologist expressed some




Perin et al.

concerns about the loss of non-verbal communication that
would otherwise be observed in face-to-face counselling.

The social worker reported that it was easier and the
session could get started faster when working with a carer
they had known before. When working with carers they
did not know, there was an advantage to using videoconfer-
ence rather than the telephone because it helped the build-
ing of a relationship faster, and better addressed the
carer’s individual issues. The psychologist did not think it
was challenging to work with a carer that they had not
known before. However, they commented that it would
be helpful to have more relevant background information
about the client available prior to the conversation, such
as their living situation, though the social worker mentioned
that a benefit of videoconferencing was being able to see
this for themselves. The psychologist noted that the con-
tinuity of seeing the same healthcare professional would
be important should further sessions be offered.

One carer also mentioned that it was important for them
to see the person counselling them, and that a phone session
would not have been acceptable to them. A carer also men-
tioned rapport-building as a reason they would have liked to
have just one counsellor who could cover both social work
and psychology issues, mentioning that they had to repeat
information in the second session. If ongoing support was
to be offered, two participants (10%) mentioned preferring
to see the same counsellor each time.

Discussion

To address feedback from carers of people with YOD who
completed the RHAPSODY e-learning programme>®*~° that
suggested individualised discussions of what they learned
would be helpful (unpublished data), the present study
assessed the acceptability and feasibility of two 1h
support sessions provided via online videoconferencing fol-
lowing use of RHAPSODY. This pilot study found that in a
sample of 20 carers, the majority rated their satisfaction
with the RHAPSODY-Plus programme overall as good to
very good and found the support sessions helpful; most
were willing to recommend the programme to others. In add-
ition, most carers and the two healthcare professionals who
provided the support sessions thought the video counselling
sessions worked well and were of adequate time to address
the carers’ individual concerns. There were some concerns
about the loss of non-verbal communicative cues and tech-
nology issues. Overall, these findings demonstrate a high
level of acceptability and adequate feasibility of the
support sessions added to the RHAPSODY programme.
The literature suggests that interventions personalised to
carers’ goals and needs are most effective.*’ It is also
reported that active involvement of carers and programmes
which utilise a combination of psychological and educa-
tional interventions contribute to the best outcomes for
carers of people with dementia.*'** Further, the use of

multi-modal support in these interventions has been
shown to improve overall intervention satisfaction and par-
ticipation.*! Strengths of the RHAPSODY-Plus programme
therefore include the combination of both educational and
personalised content, and encouragement of the carer to
be actively involved through engagement in the counselling
sessions. Being able to ask personal questions, receive per-
sonal and practical recommendations, having an in-person
contact, and having their experiences as carers validated
and normalised contributed to the high acceptability
ratings of the carers in this study. In addition, provision
of technological support and assessment of participant’s
computer literacy and ability to access the RHAPSODY
programme also proved beneficial, consistent with previous
research. !

However, several limitations regarding the feasibility of
the RHAPSODY-Plus intervention were identified by the
carers and healthcare professionals. Technology issues fre-
quently arose despite carers receiving some technology
support from a research assistant (though it could be specu-
lated that more issues could have arisen if this was not pro-
vided). This was a surprising finding given the relatively
young age of carers in this study. Despite online interven-
tions having some strengths including the ability to
provide support to those unable to travel to in-person ses-
sions, these difficulties perhaps highlight that carers of
people with dementia may not have the time, financial
and/or mental resources to engage in learning about new
technologies such as an unfamiliar videoconferencing pro-
gramme.*’ Strategies to navigate this could include asses-
sing the carer’s current use of technology and increasing
the flexibility of the programme to use videoconferencing
programmes they are already using (especially after the
increase in technology use following the COVID-19 pan-
demic*®), and offering some form of in-person support
(e.g. small group counselling) in conjunction with video-
conferencing for those who would prefer it. The latter
was suggested by participants in this study and could
have the added benefit of providing carers with the social
support of other carers in similar positions.*’

Another limitation identified by carers was the timing of
the intervention, with several carers and the social worker
suggesting that the intervention programme may be best
suited for carers of newly diagnosed patients. Despite tar-
geting carers of people who had been diagnosed with
YOD within the last year, symptom onset varied between
1 and 5 years prior to diagnosis, which means the progres-
sion of their family member’s YOD may have varied
widely between the carers in this study. The literature on
support for carers of people with advanced dementia
centres on grief and end-of-life support,*® and perhaps
many of the modules in RHAPSODY and social worker’s
advice on day-to-day management and services available
were not relevant for these carers. It is understood that
carers of people with YOD are an underserviced
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population,*” and research about the needs and priorities of
this group at different stages both pre-diagnosis and post-
diagnosis is still sparse. Further research could lead to edu-
cation programmes for both different diagnoses and differ-
ent stages of dementia in future. Tailoring of the type of
counselling provided (e.g. more of either social worker or
psychologist support, and amount of counselling given)
may also assist with further personalising the
RHAPSODY-Plus intervention.

A strength of the present study was triangulating the
data by collecting feedback from both carers and health
professionals regarding the feasibility and acceptability of
the support sessions.’® This enabled researchers to obtain
a more detailed and comprehensive understanding of
the acceptability and feasibility of RHAPSODY-Plus.
However, several caveats also warrant consideration in
interpreting the results of this pilot study. Firstly, the inter-
vention was of a short duration, with one follow-up feed-
back session, and feedback from participants direct to the
research team may have resulted in some desirable respond-
ing. Restrictions with the ethical approval of the study also
meant that audio recording of the interviews could not be
completed, which may have influenced the quality and
detail of qualitative responses analysed. Finally, the current
study focussed on the acceptability and feasibility of the
support sessions, with the knowledge that these sessions
were building on the knowledge carers had gained through
the RHAPSODY e-learning programme. However, carers
did not spontaneously mention the effects of the e-learning
programme in response to the interview schedule. For
future studies, a focus on the interaction between information
gained from the e-learning programme and support sessions
would be helpful to better understand how they compliment
and build on each other.

Conclusions

Overall, this pilot study of the RHAPSODY-Plus interven-
tion has shown that the provision of two individualised
counselling sessions via online videoconferencing, follow-
ing use of the RHAPSODY e-learning programme, has a
high level of acceptability for carers of people with YOD
and the health professionals providing the counselling.
The feasibility of the counselling sessions was limited by
issues with technology use. Valuable feedback was also
provided on improvements that could be made to the pro-
gramme, including targeting it at carers of people more
recently diagnosed with YOD and combining it with
face-to-face or group counselling options. Findings from
this pilot study can inform future larger trials of online indi-
vidualised multi-modal interventions for carers of people
with YOD.
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